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3.6 Personal Health Records



Personal health records

Definitions

Approaches and examples

Next steps
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Personal health record (PHR) definitions

ASTP/ONC (2019) – “a record controlled by the individual and may include 
health information from a variety of sources, including multiple health care 
providers and the patients themselves. The PHR is separate from, and does not 
replace, the legal record of any health care provider.”

MedlinePlus (NLM, 2019) – links to many resources

PHR part of patient portal and guided by principles of consumer health 
informatics
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PHR – key overviews

Shenkin (1973) (!)

Tang (2006)

AHIMA-AMIA (2007)

Reviews of functionality, efficacy, and challenges (Roehrs, 2017; Bouayad, 
2017)
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Benefits for stakeholders (AHIMA-AMIA, 2007)

Consumers, patients, and caregivers – support healthcare and wellness

Healthcare providers – improve care delivered

Payers – improve customer service

Employers – improve employee productivity

Society/population – strength health promotion and disease prevention
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Types of PHRs (Tang, 2006)

Tethered

• Stored in healthcare provider’s EHR

• Often allows communication with provider

• May allow patient to add information

Standalone

• Isolated application on individual computer – may use mobile device or Web site

Interconnected or integrated (Detmer, 2008; Tang, 2009)

• Separate application but integrated with provider EHR(s) for, e.g., test results, scheduling, data 
collection, etc.

63.6 - Hersh - AMIA



Approaches and examples

Tethered

• Epic MyChart

• myHealtheVet

Standalone

• WebMD Health Manager

Integrated

• Apple Health

73.6 - Hersh - AMIA



Tethered PHRs

Typical functions include

• Allow viewing of patient’s data in EHR

• Patient able to communicate with healthcare provider for appointments, refills, and non-urgent 
questions

• Provide access to consumer-oriented library of health information

• Usually browser-based, but increasingly on mobile devices

Example: Epic MyChart

• Secure view into Epic EHR with additional patient-oriented functionality

• Available via Web and smartphone apps

• Provides access to all providers who use Epic

• Increasingly integrated with outside records
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MyChart – computer
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MyChart – mobile
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MyHealtheVet – tethered to the VA system
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Standalone PHR – WebMD Health Manager
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Integrated PHRs

Some notable failures

• Google Health

• Microsoft HealthVault

Apple Health – integrates health from many mobile apps

• Devices – e.g., scales, blood pressure, fitness trackers

• Apps – e.g., fitness, health measurements

• EHR – Epic data (Mandl, 2018; Monica, 2018)

• In the smartphone era, the tipping point for PHR usage (Dameff, 2019)
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Apple Health app
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Immediate release of patient results

Required notification and availability (with results if patients request) under 
context of information blocking prohibitions of Cures Act (Blease, 2021)

Concerns about

• Patient (mis)understanding and distress (Giardina, 2018)

• Confidential content for adolescents (Bedgood, 2023)

• Release of cancer information before patient discussion (Anyidoho, 2023)

At Vanderbilt University Medical Center

• Increased viewing of results by patients before physicians from 10% to 40% (Steitz, 2021)

• Opt-in policy for returning results moderately reduced amount of viewing and patient-initiated 
messaging (Steitz, 2023)
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Patient access to their clinical notes – OpenNotes

Allowing patients to read clinician notes via their PHR

About a decade of use, with strong uptake and mostly positive experience 
(Walker, 2019)

• Patients believe important part of care and rarely troubled by what they read

Reinforces importance of using clear and respectful language and being 
inclusive of patient (Klein, 2016; Lin, 2017; Luks, 2021; Lam, 2023)

• Including access to images and their interpretation (Ellenbogen, 2021)

Concern about digital divide (Sangal, 2021)

163.6 - Hersh - AMIA



Toward more appropriate language in patient notes (Luks, 
2021)
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Principles and strategies for patient-centered notes (Lam, 
2023)
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Initial research on OpenNotes

Initially implemented in three academic centers (Delbanco, 2010; Delbanco, 2012)
• Portal to access physician notes

• Accessed by 47-92% of patients who signed up

• 77-87% felt more in control of care

• 60-78% felt increased medication adherence

• 26-36% had privacy concerns

• 1-8% felt confusion, worry, or offense

• For most part, physicians did not perceive increased time outside of visits, report changing content, or 
require more time for writing notes

• Almost all patients and physicians continued using system after study ended

Patient perspective
• Developed serious illness; appreciated transparency and access to information (Meltsner, 2012)

• About one-third of patients had concerns about privacy before and after use, but these did not deter 
usage (Vodicka, 2013)

• 20% shared with others (Jackson, 2014)
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Further research from OpenNotes

Implementation in VA system

• In one center, patients believed approach (Woods, 2013)

• Improved communication with their providers

• Enhanced knowledge of health and self-care

• Allowed for greater participation in decision-making

• Benefitted their care

• Across VA, similar positive acceptance (Nazi, 2015)

Also acceptance in other settings – Boston, MA (Bell, 2017)

• Improved relational benefits between patients and physicians

• Small number of errors found; quickly resolved

Simplicity and continuous access to notes associated with improved understanding of 
notes, although still high cognitive burden for most patients (Khasawneh, 2022)
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Next steps – OurNotes (Walker, 2021)

Next step beyond reading of notes is patients contributing to them

Before scheduled primary care visits, patients submit word-constrained, 
unstructured interval history and agenda for what they would like to discuss at 
visit

Providers invited to incorporate submissions into notes documenting visits

Initially implemented in primary care clinics at four academic medical centers 
across US

Usage by 174 clinicians and 1964 patients found general high satisfaction and 
continued use after study period
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Toward patient control of their data?

Growing view that patients are owners and stewards of their data; should 
everyone have cloud-based data store with access granted to patient-chosen 
providers? (Hersh, 2017)

• Implications for current vendor-centric data storage, integrity of data, and cost model

• Patients can annotate but not alter data from healthcare system

Requirements (Mikk, 2017)

• Standard data elements

• Standard receipt for all data

• Contract that sets rules for access and control

Physicians and healthcare organizations “subscribe” to their patients’ data 
(Choi, 2018)?
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